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Abstract 
The care of a person living at home near the end of their life is predominantly provided by 
family carers with the support of health services such as palliative care. In addition, informal 
caring networks also contribute at times to the support to the dying person and their carer. In 
this way, these networks can promote social capital in the communities from which they are 
drawn. This social approach to end of life care enhances community capacity to provide 
support to those dying at home and their carers. This article examines relevant published 
literature to explore the conceptual foundations of informal caring networks, examining the 
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place of social capital and community development in the provision of end of life care at 
home, particularly in the Australian context.  
 
Key words community; health promotion informal networks; palliative care; social capital; 
sociology. 
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Introduction 
In Australia, around 75% of all deaths follow a course of illness reasonably expected to end 
with death (Palliative Care Australia, 2005). Up to 90% of people with a terminal illness 
spend most of the final year of life at home (Palliative Care Australia, 2005) and most 
therefore will need some form of end of life care (EoLC). Family caregivers are essential to 
this EoLC and when supported by specialist palliative care, report better health outcomes 
(McNamara & Rosenwax, 2010; Palliative Care Australia, 2010; Thomas, Hudson, Oldham, 
Kelly, & Trauer, 2010). Further, most Australians indicate a preference to die at home if they 
have an incurable, progressive illness, however, most will not (Palliative Care Australia, 
2011). 
The predictors of successful home care at the end of life [EoL] indicate that the 
presence of a carer from within the dying person’s family or circle of close friends increases 
the likelihood of a home death occurring (Masucci, Guerriere, Cheng, & Coyte, 2010). Yet in 
turn, these informal carers themselves identify complex support needs in order to succeed at 
this undertaking (Funk, Stajduhar, Auon, Grande, & Todd, 2010; Stajduhar et al., 2010). 
Though a substantial proportion of the published literature expresses these needs within the 
dominant health services paradigm, the role of informal networks in supporting the home-
dwelling dying person and their carer is less well understood; moreover, the contribution 
informal caring networks make to building community social capital is under-attended in the 
published literature in EoLC. In our examination of the place of social capital and community 
development in the provision of end of life care at home, we considered the conceptual 
foundations evident in the health services dominance of EoLC and the emerging narrative 
regarding health promoting palliative care in the Australian context.  
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The nature of caring  
Over the past ten years, a wide range of research has described the individual experiences and 
needs of carers and caring at home at the end of life (Donnelly, Michael, & Donnelly, 2006; 
Weibull, Olsen, & Neergaard, 2008; O’Brien & Jack, 2010; Thomas, Hudson, Oldham, 
Kelly, & Trauer, 2010). There is now a large body of evidence documenting the burden on 
family members providing EoLC at home. The average length of community based palliative 
care is 119 days, of which 117 days of care are typically provided by family, friends, 
neighbours and community members (Rumbold, 2010). The financial and human costs of 
such care are well documented (Australian Bureau of Statistics, 2012; Access Economics, 
2005). Research describes both carers’ and patients’ risk-factors and the ‘optimal’ kind of 
services required to support caregivers and people with terminal illnesses when they are cared 
for at home (Foreman, Hunt, Luke & Roder, 2006; Hudson, 2003; Palliative Care Australia, 
2005; Tang, 2003; Zapart, Kenny, Hall, Servis & Wiley, 2007). The consequences for carers 
of providing EoLC include adverse physical, social and psychological effects with stress, 
poor mental health, sleep disruption, fatigue, family and social isolation all noted as 
significant burdens  (Grande et al., 2009; Zapart, Kenny, Hall, Servic, & Wiley, 2007). The 
physical and psychological demands of the caring role itself can lead to adverse health and 
social outcomes for carers; the Australian Institute of Health and Welfare (2008) reported that 
older carers were more likely than their non-carer peers to have a disability (61% to 51%) and 
although a third felt satisfied with their caring role, a similar proportion frequently felt fatigue 
and weariness.  
However, it is also recognised that caring provides personal rewards as well as 
burdens (Zapart et al., 2007). Carers report considerable satisfaction and benefits from caring 
for terminally ill people (Zapart et al, 2007; Hudson 2003; Grande et al, 2009). Currow et al 
(2011) found that 75% of people who have cared for someone who is dying would indeed do 
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it again – this finding was stable across all age groups. Positive aspects of caring at EOL 
include an increase in personal satisfaction and commitment (Donnelly, Michael & Donnelly, 
2006), and caring as an expression of love and increased intimacy (Aranda & Hayman-White, 
2001; PCA, 2004; Horsfall et.al. 2013). In a comprehensive, two-part review of both 
quantitative (Funk et al., 2010) and qualitative (Stajduhar et al., 2010) research literature into 
home-based family caregiving (1998-2008), loneliness, social isolation and dysfunction were 
identified as prevalent burdens amongst carers, whilst the essential role of the family 
caregiver was strongly acknowledged. Notably, however, the place of social networks is not 
clearly identified in these reports. Given the universal nature of the experience of dying, why 
are informal social networks not noticeably evident in the literature? 
 
The professionalisation of EoLC 
Dying was once considered a social and community event, however, over the last 50 years or 
so, dying and death have become medicalised life events, especially in developed countries 
(Howarth, 2007; Kellehear, 2007). This change to the social positioning of death and dying 
has profoundly altered people’s experiences of death, and greatly influenced societal attitudes 
about death, dying, and the provision of EoLC. Dying has become firmly located within the 
remit of health care systems and its perceived experts, with the result that for most people, the 
process of dying is both medicalised and institutionalised (Howarth, 2007).  
 Although significant and effective advances have been made in the clinical care of 
people receiving EoLC, the published discourse and models of palliative care provision are 
dominated by health services approaches. It has been suggested that community knowledge 
of EoLC has waned as a result of this dominance of EoLC by health systems, wherein the 
navigation of EoLC has become the remit of the ‘expert’ in a paternalistic dyad with the 
dying person and their carer (Gomes & Higginson, 2006; Kellehear, 1999). Over the past 15 
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years or so, however, there has been an increasing acknowledgement that highly medicalised 
health care for people nearing the EoL is an incomplete response to dying. Byock and 
colleagues articulated this point clearly:  
The experiences of serious illness, dying, caregiving, grieving and 
death cannot be completely understood within a medical framework 
alone. These events are personal, but also fundamentally communal. 
Medical care and health services constitute essential components of a 
community’s response, but not its entirety. (Byock, Norris, Curtis, & 
Patrick, 2001, p.760)  
Further, Conway (2008) sounded a warning to the health care professions and the community 
itself, suggesting: 
 …death and loss are increasingly being seen and misunderstood as a 
private matter, rather than the most ‘universal and routine human 
experience of all.’ The ‘professionalisation’ of death and loss carries 
with it the dangers of a continuing exclusion of communities and the 
consequences of this are likely to be profound. (p.411) 
The place of the whole community in supporting its dying members is gradually being 
reconsidered as an integral component of a more complete response to EoLC, particularly as 
health care services are increasingly less able to respond to the clinical demands of palliative 
care service provision. At a global level, community engagement is understood to be an 
essential component of the response to the support of dying people (Stjernsward, 2007). In 
widely varying contexts, communities are being challenged to respond to a complex, yet 
universal, experience. The need for community involvement has been articulated in the 
emergence of Health Promoting Palliative Care (HPPC). 
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Health Promoting Palliative Care 
In response to a growing concern with the consequences of the professionalisation of 
palliative care practice in the broader setting of health care, the concept of HPPC emerged in 
the late 1990s. Australian sociologist, Allan Kellehear (1999, 2005) proposed the application 
of the core principles of health promotion to the practice of palliative care. HPCC is defined 
as a social approach to care that promotes optimal health in individuals, their carers, and 
communities, even in the presence of incurable disease (Rosenberg & Yates, 2010). HPCC 
strategies include: 
 Provide education and information for health, death and dying. 
 Provide social support at both personal and community levels. 
 Encourage interpersonal reorientation. 
 Encourage reorientation of palliative care services. 
 Combat death-denying health policies and attitudes (Kellehear 1999, pp. 19–20).  
Rather than primarily focussing upon the provision of health services, HPPC advocates a 
wider focus on social change for palliative care services and other groups concerned with 
EoLC and related issues (Rosenberg, 2011). As a national peak body representing services 
supporting people nearing EoL, Palliative Care Australia (PCA) has articulated the health 
promoting component of palliative care in its National Standards for Providing Quality 
Palliative Care for All Australians, stating that community capacity is created through 
partnerships between services and the dying person, their carers and family (Palliative Care 
Australia, 2005). This is evident elsewhere, including the UK where the principles of HPPC 
are incorporated into an aim to effect social change:  
A commitment to support changing knowledge, attitudes and 
behaviours around death and dying, and aim to encourage a greater 
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willingness to engage on death and bereavement issues. 
(http://www.dyingmatters.org/)  
Moreover, as palliative care services demonstrate proximity to, and familiarity with, 
the issues of dying and death, this approach has found its way into the national agenda for 
health and wellbeing in the Australian Government National Strategic Plan for Palliative 
Care (Commonwealth of Australia, 2010):  
 Goal #1: to significantly improve the appreciation of dying and 
death as a normal part of the life continuum. 
 Goal #2: to enhance community and professional awareness of the 
scope of, and benefits of timely and appropriate access to palliative 
care services. 
Whereas there is evidence that goal #2 is addressed routinely in Australia (see 
www.palliativecare.org.au), it is less clear how goal #1 is attended to. There is emerging 
evidence that the Australian government policy on community capacity building 
(Commonwealth of Australia, 2010) and the HPPC approach to EoLC (Kellehear, 2005) has 
not been widely translated to practice in the field. Examples can be found in Australia 
(Kellehear & O'Connor, 2008; Mills, Rosenberg & McInerney, 2014; Rumbold, 2010) and 
internationally (Sallnow, Kumar, & Kellehear, 2012) including developing countries (Kumar, 
2007; Salau, Rumbold, & Young, 2007), however for the most part these approaches are 
unheard of or have yet to be utilised by the majority of formal service providers (Horsfall, 
Leonard, Noonan & Rosenberg, 2013). Nevertheless, social approaches to the support of 
people requiring EoLC returns responsibility for that care to whole communities, rather than 
solely clinical services or, indeed, dying persons and their carers in isolation from the 
communities in which they live.   
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The gap between the rhetoric of HPPC and the reality of the experiences of many 
carers is quite stark. It is not immediately obvious how to move from the current situation to 
empowered, capable and supported communities working alongside health services to 
enhance EoLC. However, we argue that informal caring networks have an important role in 
that change. 
 
The key role of informal caring networks for carers and communities 
Although it has been noted that support networks for carers can have a crucial role in 
effecting positive outcomes for carers (Greene et.al. 2011; Hudson, 2003), there are few 
examples where research identifies carer support needs that include the provision of informal 
support. One example is an Australian study of a metropolitan community (Zapart et al., 
2007), in which social networks are mentioned in passing as a possible source of emotional 
support. Another study mentions the social impacts on family caregivers although this is not 
elaborated upon (Thomas et al., 2010). One review noted that the network of carers around a 
dying person can be the source of some complexity (for the health services involved) given 
current changing social demographics (Grande et al., 2009).  
Perhaps less evident, but equally important, is that informal caring networks may also 
have a positive effect for communities. It has been argued that community capacity building 
at the end of life  can contribute to approaches to EoLC that provide greater community self-
sufficiency and sustainability within the context of our rapidly ageing society and highly 
medicalised dying (Kellehear, 2005; Leonard, Horsfall, & Noonan, 2010; Rosenberg & 
Yates, 2010; Street, 2007). This has been found in related fields of care, for example, frail 
elders (Keating & Dosman, 2009), chronic and eventually-fatal Alzheimer’s disease 
(Carpentier & Greiner, 2012) and motor neurone disease (Ray & Street, 2005). Further, 
Horsfall, Leonard and Noonan (2011), in partnership with Cancer Council NSW (CNNSW), 
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recently conducted a research project that sought to understand how being involved in caring 
for someone dying at home positively affected family, friends and the wider community. 
Focus groups with primary carers and members of carers’ informal support networks found 
that these networks comprised informal support from family, neighbours, friends, workmates, 
volunteers and community members. Using photo-voice methods and participatory network 
mapping this project found that all but one of the networks were extended and strengthened 
by the caring experience, with networks growing in terms of the number of people involved 
and the intensity of relationships. In this study, people often maintained the connections after 
EoLC activities had ceased, with caring networks not only supporting the principal carer but 
contributing to building  a community that is knowledgeable about EoLC  (Horsfall, Noonan, 
& Leonard, 2012; Leonard, Horsfall, & Noonan, 2013; Noonan, Leonard, & Horsfall, 2011).  
A number of other authors emphasise the importance of a refocus from individual to 
community capacity building and community development for EoLC, in particular Donnelly 
et al (2006), Kellehear (2005) and Thomas et al (2010). Current Australian policy asks 
palliative care services to move towards implementing the National Strategic Plan that 
foregrounds health promoting approach to palliative care (Palliative Care Australia, 2010), 
and takes up the concepts of community capacity building and community development. This 
approach is well described by Kellehear (2005), Rumbold (2010), and Rosenberg (2011). In 
an Australian example, Thomas et al (2010) argue that there is a disparity between the current 
practice and the Australian standards in palliative care which promotes the provision of 
support to the primary caregiver and family. Their findings describe a tendency for palliative 
care services to focus on individual caregivers, and we argue that there is significant value in 
further understanding the input and caring of the sometimes extensive network of people 
supporting the primary family carer. However, it is important to avoid a simplistic notion of 
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‘community’ as a universal panacea, and carefully analyse the contribution that informal 
caring networks contribute to building social capital and community development.  
 
Social capital and community development  
Social capital and community development are two theoretical frameworks which provide a 
conceptual link between the networks around an individual carer and the building and 
strengthening of the community. Although social capital is a contested concept, there is 
evidence that it is capable of producing a variety of positive outcomes beyond economic 
advantages, such as improved health and wellbeing (Halpern, 2005; Putnam, 2000). The term 
‘social capital’ has been used widely and rather loosely, but we use Putnam’s 1993 definition 
which states social capital comprises:  
…those features of social organisation, such as trust, norms and 
networks that can improve the efficiency of society by facilitating 
coordinated actions.  (Putnam 1993, p.167)  
When caring is linked to social capital, it is generally assumed that social capital is a resource 
that can be used for care work (Johansson, Leonard, & Noonan, 2012); however, this does 
not have to be the case.  EoLC can contribute to social capital when deliberate efforts are 
made to build formal or informal relationships to connect carers with the wider community. 
Recently there has been a growing interest in examining social capital in palliative care 
conceptually. Lewis and colleagues (2013) have provided a summary detailing how they see 
a social capital framework as it applies to the social networks and relationships in the 
palliative care setting. They argue that at the micro-level of analysis, bonding networks 
provide not only resources and help with daily functions but also build trust and a sense of 
belonging. At the meso-level, bridging networks can enable access to information and local 
services and create a sense of community inclusion and cohesion. At the macro-level, linking 
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networks provide access to government to obtain resources for the lower levels, increase civic 
trust and social cohesion, and influence policy. 
However, a barrier to bridging social capital is that the relationship between EoLC 
service providers and communities largely remains a paternalistic one, with the expert-
recipient dyad predominant in Australia and elsewhere. There are a number of key activities 
defined as community participation, including fundraising, open days, public forums and 
volunteer programs, although these are arguably not community development activities.  
Community participation in service governance is less evident, despite the assertion that ‘a 
key way for any healthcare practice to claim social acceptability is to consult about its 
appropriateness through the participation of the community’ (Conway, 2008, p.407). 
Similarly, Zapart et al., (2007) note that it is a challenge for health professionals to identify 
the support needs of carers without replacing the carer’s role. Even when formal service 
providers have a positive regard for informal caring networks, they typically keep their 
distance and play a minimal role in mobilising, supporting and maintaining these networks 
(Horsfall, et. al. 2012).  
People vary in their ability to access the various types of social capital depending on 
their social and cultural context. For example, previous research on social capital suggests 
that rural and regional communities find it easier to mobilise around areas of perceived need 
(Leonard & Onyx, 2010). Further, people from rural communities need to travel further to 
access services (AIHW, 2008), and have reported unmet needs for support during dying, 
including inadequate provision of information, fewer options for transport, and greater need 
for practical care and support (White, 2007). Although this suggests heightened needs may be 
appropriately addressed by rural communities’ responses, the experiences of CCNSW over 
the past 20 years suggest that issues of privacy in rural and regional areas work against 
mobilising informal care networks (CCNSW, 2012). These observations indicate not only the 
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need for further investigation into the particular needs of rural and regional communities and 
strategies for managing privacy concerns when they arise, but also the need to recognise the 
diversity of Australian society more generally.  
Social capital, however, is not sufficient to guarantee community development 
(Mayer & Rankin, 2002). The Community Development Foundation defines community 
development as “any practice which results in the development of communities or 
community activity… the purpose of community development is to help groups and networks 
of people to take joint action on matters that concern them for the public good.”  
(www.cdf.org.uk) Community development approaches build stronger and more resilient 
local communities, by empowering individuals and groups of people, providing them with the 
skills they need to affect change in their own communities.  If a community is to develop its 
capacity to both make decisions about the type of support they require, when and where, in 
addition to providing informal support for those at EoL it will need knowledge and 
experience, a sense of empowerment and supportive social structures (Gilchrist, 2000; 
Kenny, 1994), and as noted above, these elements have been diminished due to the 
medicalisation and institutionalisation of death. Kellehear (2005) noted that genuine 
community development provides opportunities for experiential, practical knowledge to be 
developed and stay present within the community, because people have had the chance to 
become aware of their own abilities, knowledge and skills. He argued that this process allows 
communities to utilize available support systems, problem solve, make decisions, and 
communicate and act more effectively. Involvement in broad social networks around EoLC 
provides opportunities for many people to learn about caring and the provision of support for 
carers without being the principal carer.  
 
Conclusion 
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There is a major gap between the ideals of Health Promoting Palliative Care and the reality of 
many carers’ experiences of isolation and overwork. We argue that an essential step in 
closing that gap is by understanding and strengthening the social networks surrounding 
carers. Previous research (Horsfall, Noonan, & Leonard, 2012) has found that people can and 
do die well at home providing they are supported by a complex network of community carers. 
It also found that in order to make sure that community caring networks are sustainable and 
people who provide unpaid caring are not exploited and isolated, carers and networks need 
support. It is suggested here that organisations that provide care at EoL could take an active 
role in facilitating and supporting informal caring networks and further develop the 
community’s capacity to provide care at EoL. This investment in community networks is then 
part of a positive cycle. Using Lewis et al’s (2013) typology, these networks create more 
bonding social capital among community members, and bridging social capital between the 
community and service providers. In turn, this may assist in the development of linked social 
capital, as community and service providers work together engage government and promote 
informal caring networks for EoLC.  
Furthermore it is clear that a research focus on informal networks is long overdue. If 
palliative care services are to reorient themselves to actualize Health Promoting Palliative 
Care, then a deeper understanding of the role of carers and informal caring networks from 
community development and social capital perspectives could indicate the path to that goal.  
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